J oan Miller is one of the first heart transplant coordinators in the United States. She began her transplant career in 1970 with Drs Norman Shumway and Edward Stinson at Stanford University. Joan retired as a transplant coordinator in 2008 following a 38-year career as a pacesetter for those of us who followed in her footsteps. I contacted Joan and she agreed to this interview on the condition that we use Facetime technology, which allowed us to see and hear one another. Although neither of us had used this technology before, it worked well. It only seems fitting that a pacesetter would use new technology for this interview.
Joan began by describing the structure at Stanford in 1970 as she joined the newly formed heart transplant team. Dr Stinson was Dr Shumway's chief resident when they performed the first successful adult heart transplant in the United States at Stanford University in 1968. As a hands-on physician, Dr Stinson did not want the transplant recipients to be transferred to a regular nursing unit when they were moved from the intensive care unit (ICU). He wanted transplant recipients to be cared for by registered nurses (RNs) only. The clinical research unit at Stanford was staffed by all RNs and the first heart transplant recipients were cared for in this unit. Joan worked in this unit for several years. Drs Shumway and Stinson were well aware of her skills and attention to detail when they asked her to join them in developing a clinic for heart transplant recipients after discharge. Joan felt this was an intriguing opportunity and she eagerly accepted.
Establishing the Role of Heart Transplant Coordinator
As she described her new role as a transplant coordinator, Joan expressed excitement as well as concern. There was no job description, no clinical pathways, and no nursing mentors to guide her. But pacesetters and pathfinders seldom need a road map to pave the way for a new career. In 1970, there were only 5 outpatients, which provided Joan with time to creatively implement a good practice setting. The clinic was not located in the hospital but in a building attached to the facility. Because there were no computers or Internet in 1970, Joan's first defined role was to maintain data for the 5 patients on flow sheets that measured 2 feet by 3 feet. Those of us who worked in transplantation before computers and databases will remember this flow sheet era well. These cumbersome sheets were often taped to a patient's door or to the wall of an inpatient's room.
Joan's clinical practice was guided by Dr Randall B. Griepp, a cardiac surgeon, who checked in with her daily. The surgeons had developed a flow sheet for their first transplant patients, which Joan helped improve and modify. Their positive collaborative work resulted in a flow sheet that became a prototype for others to use. Joan was not sure if there was another nurse anywhere with such autonomy to track patients as she was doing. She was paid through a federally funded grant.
As her role evolved, Joan would go into the operating room or into the cardiac catheterization laboratory to collect data on heart candidates or recipients. Patient selection was determined in a weekly meeting in the cafeteria where the chief residents for cardiology and surgery, the social worker, Drs Stinson, Griepp, and Shumway met with her to discuss patients for whom heart transplant may be an option. In the early 1970s there was no organized organ allocation process. Many states did not have brain death laws at this time. Drs Shumway or Stinson called physicians at hospitals within a 200-mile radius to see if there were any potential heart donors.
Expanding the New Role
Joan spent considerable time teaching the nurses who cared for transplant recipients. Much of her teaching was based on Drs Shumway's or Stinson's discussions with her about each patient. There were no written guidelines so the nursing staff depended on Joan or the physicians to keep them informed about caring for this complex patient population. Immunosuppression was limited and consisted mostly of azathioprine and steroids. The network of surgeons doing heart transplants was limited but they talked with each other regularly to evaluate progress as they looked for new methods to improve the care of this population.
Joan stated that in the early days of heart transplantation, patients were kept in the ICU "for eternity" in protective isolation. population, surgeons were reluctant to change the practice of isolation and discharging patients to stepdown units. Hospital administration encouraged the transplant team to investigate the need for maintaining patients on reverse isolation because it was very costly. The nurses at Stanford, led by transplant coordinator Pat Gamberg, published a retrospective study in 1987, demonstrating no difference in the incidence, morbidity, or mortality with or without protective isolation. 1 The requirement for protective isolation was slowly discontinued and the surgeons began discharging patients from the ICU sooner.
In the 1970s, diagnosing rejection was based on electrocardiogram readings that assessed voltage of the QRS complex. Consistency of lead placement was critical for this process. Joan learned to read the electrocardiograms and discussed her findings with the surgeons. In 1971, Phillip Caves, a cardiac surgeon from Ireland, went to Stanford to study under Dr Shumway. While at Stanford, Dr Caves modified an instrument developed by 2 Japanese heart surgeons, Drs Sakakibara and Konno, called a bioptome. 2 This device allowed physicians to obtain biopsies of hearts without the reported complications of needle biopsies. Using this new bioptome, surgeons obtained biopsy specimens from transplanted hearts, which were analyzed with light and electron microscopy. 3 This new technique led to a more accurate determination of heart rejection.
Evolution of the Role
Much of the work the surgeons and Joan were doing consisted of groundbreaking interventions. Looking back, Joan realizes she was often practicing outside of the scope of nursing.
You do what you think needs to be done. . . . I really practiced outside our scope of practice but the collaboration was unique. I recognized the surgeons had other concerns on which to focus their attention. My focus was patient care. I needed the backup of a physician. They gave me their full support and a wide range of decisions. We all trusted one another. My job was just pure awe! When Lucille Packard Children's Hospital opened at Stanford University more than 25 years ago, it was one of the first pediatric heart transplant facilities in the United States. Joan shared her expertise and began educating staff and patients about this unique patient population. There were no Packard-based pediatric transplant nurses at Stanford for the first 10 years after the facility opened.
Joan takes pride in her early role in ensuring the International Society for Heart and Lung Transplantation (ISHLT) recognized the role of nurses on the heart transplant team. Joan became involved as a charter member of ISHLT and encouraged the group to establish a forum for nurses. This eventually led to the establishment of the Council of Nursing and Social Sciences in the early 1990s. There were only 12 nurses involved in ISHLT initially, but that number has increased considerably over the years.
I asked Joan how her profession changed over time and she described the global acceptance of heart transplantation as a therapeutic modality as the most momentous change. It was no longer scorned or dismissed but became recognized as an effective treatment for patients with end-stage heart disease. Other changes that impressed Joan include the increased availability of immunosuppressive agents that allow us to individualize medical therapy in controlling rejection. Joan also acknowledged another positive change: the use of computers and software to take the place of flow sheets and the hours of time she spent recording data.
Eyewitness to Our History
I asked Joan if she had read Every Second Counts: The Race to the First Human Heart Transplant, 4 and she smiled and said it was fascinating to read about events she had lived through. She helped pave the way for many of us who became coordinators as heart transplantation became less experimental and a more acceptable option for patients with end-stage heart disease. She collaborated with some of our greatest pioneers of heart transplantation in the care of patients for whom there were no evidence-based practice guidelines, no guarantees that transplantation would work. She walked on the edge of discovery and has been a true pathfinder for our professional growth. When asked who had the most impact on her career, Joan did not hesitate to name Dr Sharon Hunt. "She always had my back." There was a great trust within the team but Joan and Dr Hunt developed a bond that continues even today with a friendship that ascends beyond team collaboration and trust.
